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ABSTRACT 
While other studies have researched the level of satisfaction of parents 
whose children are receiving early intervention services, no current studies have 
been done directly relating to services provided in North Dakota. The purpose of 
this study was to investigate the current need for information regarding rights and 
regulations that families with children eligible for early intervention services in 
North Dakota may have. In addition, the level of satisfaction of eligible families 
regarding the support given to them by Infant Development, along with their 
current and preferred methods of receiving pertinent information, was 
researched. 
This study was done using a written survey. The North Dakota 
Department of Human Services assisted in the research by recruiting families to 
participate in the survey. The surveys were distributed by the North Dakota 
Department of Human Services to families currently receiving early intervention 
services. Two hundred families of children currently receiving early intervention 
services received the surveys, with an equal representation among the different 
geographical regions in North Dakota. 
Data were analyzed using the Statistical Package for Social Sciences 
(SPSS) program. The results have been represented using frequencies and Chi 
square tests. It is evident that the families who participated in this research 
x 
generally agree that they would like more information regarding their rights and 
regulations mandated under the Individuals with Disabilities Education Act (IDEA) 
Part C. In addition, 93% of respondents were satisfied with the information 
provided specifically by Infant Development Programs. 
Not only will agencies and providers be able to learn from the results of 
this study, families and children receiving early intervention services will, 
hopefully, be able to increase their understanding of their rights and regulations 




The Individuals with Disabilities Act (IDEA) (Public Law 105-17) is a 
federal law designed to support special education and related service 
programming for children and youth with disabilities.1 IDEA began with 
amendments to the Education for all Handicapped Children Act (EHA) of 1975. 
In 1997, EHA was amended and restructured into 4 parts: Part A-General 
Provisions, Part B-Assistance for Education of All Children, Part C-Infants and 
Toddlers with Disabilities, and Part D-National Activities to Improve Education of 
Children with Disabilities. Through IDEA, improvements have been made in 
educational opportunities for students with disabilities by protecting and 
enhancing the rights of students and parents.2 
Early intervention services are services mandated under IDEA Part C for 
children ages 0 through 2 years. Early intervention services are defined as 
services designed to meet the developmental needs of children who are eligible. 3 
These services are provided under public supervision by qualified personnel, in 
agreement with the individualized family service plan (IFSP), by meeting 
standards set by the State and at no cost to the family. During evaluation by 
qualified personnel, the child's initial status in the areas of cognitive, physical, 
communication, social, and adaptive development is assessed. This evaluation 
1 
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and treatments to follow need to be conducted in the child's natural environment. 
IDEA Part C includes mandates for children 0 through 2 years: a child find 
system, service coordination, assessment, eligibility, individualized family service 
plan, family empowerment, and transition services for a child from Part C to Part 
B at age 3. 
The United States Department of Education Office of Special Education 
Programs (OSEP) has implemented a monitoring process that focuses on early 
intervention service procedural compliance and on the achievements of infants, 
toddlers, children, and youth with disabilities.4 North Dakota's Infant 
Development programs were reviewed through this monitoring process in 1998. 
Recommendations made by OSEP included that information was relayed to and 
available for families of children eligible for early intervention services in such 
ways to increase family involvement. In 2001, Nevada was chosen for review by 
OSEP and in response, a self-assessment was designed to enhance results from 
this federal monitoring. 
This study also conducted a needs assessment for families in North 
Dakota to determine the need for information regarding their rights and 
regulations in Part C. Every state must determine how it can best meet the 
requirements of IDEA. This study also addresses the availability of information 
for families about rights and regulations under IDEA Part C, how well families 
understand the information given to them, and whether families believe the 
information is provided appropriately by the North Dakota Department of Human 
Services I nfant Development Programs. 
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Problem Statement 
Although there are federal guidelines for states to follow regarding early 
intervention services, there may be families who are receiving services but who 
do not feel well informed about rules and regulations mandated under IDEA Part 
C, specific services their child is receiving, or about IDEA itself. Therefore, it is 
important for early intervention services to determine whether or not there is a 
need for better communication between families and the service providers. 
Purpose 
The purpose of this study is to conduct a needs assessment to investigate 
the current need for information regarding rights and regulations, as defined by 
I DEA Part C, that families with children eligible for early intervention services in 
North Dakota may have. Along with this, the researchers are attempting to 
determine the level of satisfaction regarding families' understanding of their rights 
and regulations under IDEA Part C as well as their current and preferred method 
of receiving pertinent information. The results of this needs assessment will be 
used to make recommendations for educational materials for families regarding 
IDEA Part C and the changes made with re-authorization. 
Significance 
Many professionals are important parts of the team working with children 
receiving early intervention services through IDEA Part C. The families, along 
with the team's input, will help determine the child's Individual Family Service 
Plan (IFSP) and help with the plan for transitioning the child into IDEA Part B 
when the child is 3 years. In this process, it is important that families are 
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informed about their families' rights and regulations under IDEA Part C. This 
study will provide information that can be used by providers of early intervention 
services in North Dakota and may guide the development of better 
communication regarding rights and regulations between providers and families. 
The study will also provide specific information for North Dakota's Infant 
Development Programs regarding their services and communication with 
families. 
Research Questions 
Research Question #1: What is the current need for information regarding 
rights and regulations under IDEA Part C that families with children eligible for 
early intervention services in North Dakota may have? 
Research Question #2: What is the level of satisfaction that families 
eligible for early intervention services in North Dakota have regarding information 
provided by Infant Development in North Dakota regarding rights and regulations 
under IDEA Part C? 
Research Question #3: What is the current and preferred method that 
families eligible for early intervention services in North Dakota have regarding 
receiving information about early intervention services with regard to rights and 
regulations under IDEA Part C? 
Hypothesis 
The null hypothesis states that families with children eligible for early 
intervention services in North Dakota are: 
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• Not in need of further information regarding rights and regulations under 
IDEA Part C. 
• Satisfied with the services provided by the state of North Dakota. 
• Receiving information about early intervention services and their child's 
progress in the method they prefer. 
The alternative hypothesis states that families with children eligible for early 
intervention services in North Dakota are in need of further information, are not 




The first Federal laws designed to assist individuals with disabilities were 
passed in late 1700'S.5 In 1798, Congress passed the first Federal law 
authorizing a Marine Hospital Service to provide medical services to ill and 
disabled men at sea. This service became known as the Public Health Service in 
1912. 
In 1965, the Elementary and Secondary Education Act (ESEA) was 
amended (Public Law 89-313) authorizing grants to state institutions and state 
operated schools, specifically targeting programs for children with disabilities.6 
This was the first Federal grant that supported children in educational programs. 
Federal grants were authorized to local schools as part of the ESEA 
Amendments in 1966 (Public Law 89-750). As part of the ESEA Amendments of 
1968 (Public Law 90-247), discretionary services were designed to supplement 
and support the expansion and improvement of special education services. 
In 1975, Congress enacted the Education for the Handicapped Act (EHA) 
(Public Law 94-142) to ensure that all children receive a free and appropriate 
public education (FAPE) in the least restrictive environment (LRE) possible.7 
EHA mandated a FAPE for all children with disabilities, ensured due process 
6 
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rights, mandated Individual Education Programs (IEP) and LRE, and included 
federal funding provisions for special education.8 FAPE mandated the provision 
of educational services to children and youth with disabilities at public expense, 
under public supervision and direction, and without charge to the family. 
Educational programs must meet the standards of the State Education Act (SEA) 
and the requirements of IDEA.1 The law went into effect in 1977 after regulations 
were finalized.6 
The EHA Amendments of 1983 (Public Law 98-199) established services 
to facilitate school to work transition through research and demonstration projects 
and parent training and information centers, along with the provision of funding 
for demonstration projects and research specifically regarding early intervention 
and early childhood special education.6 In 1986, Public Law 99-457 reauthorized 
and amended EHA providing services for children ages 3 to 6 and establishing a 
discretionary program called Part H to offer early intervention services for infants 
and toddlers.7 Public Law 99-457 mandated services for preschoolers and 
assisted states in the development of a comprehensive, multidisciplinary, and 
statewide system of early intervention services for young infants.6 
In 1990, EHA was amended as the Individuals with Disabilities Act (IDEA) 
(Public Law 101 -476). "IDEA reauthorized and expanded the discretionary 
programs and mandated transition services, defined assistive technology devices 
and services, and added autism and traumatic brain injury to the list of categories 
of children and youth eligible for special education and related services."5(P3.3) 
Transition services were designed to promote movement from school to post-
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school activities.1 These services began at age 14 and were updated annually. 
Transition services were based on the child's individual needs and include 
instruction, related services, community experience, and the development of 
employment and other post-school adult living objectives. 
Assistive technology devices are defined as any item, piece of equipment, 
or product system that is used to increase, maintain, or improve the functional 
capabilities of a child with a disability.1 As part of the child's I EP, the need of an 
assistive technology device will be assessed. Assistive technology services 
assist the child and family in selecting an assistive device. A functional 
evaluation is required, along with the following services: purchasing, leasing, or 
providing for the acquisition of assistive technology devices; selecting, designing, 
fitting, customizing, adapting, applying, maintaining, repairing, or replacing 
assistive technology devices; coordinating and using other therapies or 
intervention services with assistive technology devices; providing training and 
technical assistance for the child and the child's family; and providing training and 
technical assistance for professionals, employers, or others who provide service 
to and/or employ the child . 
Reauthorization of IDEA (1997) 
The most recent amendments of IDEA occurred in 1997 (Public Law 105-
17) restructuring IDEA into 4 parts: Part A - General Provisions, Part B -
Assistance for Education of All Children with Disabilities, Part C - Infants and 
Toddlers with Disabilities; Part D - National Activities to Improve the Education of 
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Children with Disabilities.1 "Parts A and B are permanently authorized, Parts C 
and D are discretionary and must be reauthorized every 5 years."7(P21) 
The reauthorization of IDEA in 1997 was viewed as an opportunity for 
Congress to review, strengthen, and improve IDEA to better educate children 
with disabilities and enable them to achieve a quality education.5 Throughout the 
reauthorization process, goals, principles, qualifications, and procedural 
safeguards were reviewed in order to ensure the effectiveness of efforts to 
educate children with disabilities.1 Major purposes of IDEA were to ensure that 
all children with disabilities have a free and appropriate education, the rights of 
children and youth with disabilities and their parents are protected, to provide 
education for children with disabilities, and to assess the effectiveness. 
Goals 
I n order to strengthen I DEA, in 1997, 7 informal goals were established by 
Congress.1 The 7 goals established by Congress were strengthening the role of 
parents; ensuring access to the general curriculum and reforms; focusing on 
teaching and learning while reducing paperwork; assisting educational agencies 
in addressing costs of improving special education and related services; giving 
increased attention to racial, ethnic, and linguistic diversity to prevent 
inappropriate identification and mislabeling; ensuring schools are safe and 
conducive to learning; and encouraging parents and educators to work out their 
differences by using non-adversarial means. The purpose of the goals were to 
strengthen the relationship of families with service providers by increasing the 
amount of education and participation of families. 
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In 1997, IDEA established a mediation process that was used to resolve 
conflicts between schools and parents of a child with a disability.9 It is the 
responsibility of the state to ensure that the mediation process is voluntary and 
agreed to by both parties. The mediation process may not be used to deny or 
delay a family's right to a due process hearing or to deny any other rights. The 
mediation process must be conducted by a qualified and impartial mediator who 
is trained in effective mediation techniques. The State must have a list of 
individuals who are qualified and knowledgeable in the rights and regulations 
regarding special education and related services to serve as mediators as well as 
provide funding for the cost for each session. 1 The location of the session must 
be convenient to both parties involved in the dispute. Parties are required to sign 
a confidentiality pledge before the mediation process. After the mediation 
process, agreements must be put in writing. All discussions that occurred during 
the process must be kept confidential and may not be used as any evidence in 
due process hearings or civil proceedings. 
Principles 
The 6 principles of IDEA provide framework around which special 
education services are designed and provided to students with disabilities.6 The 
principles allow children with disabilities to go to school every day and have the 
opportunity to benefit from their educational experiences. The 6 principles are 
free and appropriate education (as described under EHA), appropriate 
evaluation, individualized education program (IEP), least restrictive environment 
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(LRE), parent and student participation in decision making, and procedural due 
process. 
There are specific regulations regarding how public agencies are to 
conduct evaluations of children and youth thought to have a disability.1 Before 
and up to 1997, the law has required parental consent for the initial evaluation of 
a child, a nondiscriminatory evaluation, an evaluation by a team, evaluating the 
child in all areas of suspected disability, using more than a single procedure to 
determine the child's educational program, and testing in the native language or 
mode of communication of the child.lO Changes that were made to the 
evaluation process in 1997 included revising the definition of a "child with a 
disability," including parents in the evaluation process, requiring that the 
evaluation gather relevant functional and developmental information about the 
child, requiring informed parental consent for reevaluation of the student, and 
modifying the process by which initial evaluations and reevaluations are 
conducted. 
IDEA added new requirements in order to expand parent and student 
involvement and responsibility.11 Congress thought that by strengthening the 
roles of parents and ensuring them meaningful opportunities to participate in the 
education of their child at school and at home, the child's education would be 
more effective. 
Areas of change included evaluation, eligibility, placement, reevaluation, 
meeting participation, IEP changes, parental placement in private schools, filing a 
due process complaint, and advisory capacities. 11 Parents were to provide 
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information about their child during the initial evaluation as well as participate in 
reviews of existing evaluation data or reevaluation of their child. Parents were 
mandated to be a part of the team making decisions regarding their child's 
eligibility of services as well as their child's educational placement. It was also 
mandated that a copy of the evaluation report and the documentation of the 
child's eligibility be given to the parents. The intent of these legislative changes 
was to promote the development of parent-school partnerships in a collaborative 
individual planning process. 
Procedural Safeguards 
Procedural safeguards are designed to protect the rights of parents and 
their child with a disability as well as give families and schools a mechanism for 
resolving disputes.1 Before the amendments of 1997, prior written notice had to 
be given to parents before a public agency could propose or initiate change of 
the identification, evaluation, or educational placement of the child, or the 
provision of FAPE to the child; or before a public agency could refuse to initiate 
the identification, evaluation, or educational placement of the child, or the 
provision of FAPE. Under IDEA 1997, Congress sought to ensure that the rights 
of parents and children were protected. 
Procedural safeguards changes addressed 3 issues in order to protect the 
confidentiality of parents and children.1 The first issue relates to the use of 
personally identifiable information including the name of the child, parent, or 
other family member; the address of the child; a personal identifier number; or a 
list of personal characteristics or other information that would make it possible to 
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identify the child with reasonable certainty. Under IDEA, parents have to give 
their consent before any personally identifiable information can be disclosed by 
the school system. Parents also have the right to know the policies and 
procedures that participating agencies must follow regarding the gathering, 
storage, disclosure to third parties, retention, and destruction of personally 
identifiable information. 
The second issue related to procedural safeguards relates to parental 
records. 1 Under IDEA 1997 amendments, parents have the right to inspect and 
review all education records relating to their child that the public agency collects, 
maintains, or uses regarding the identification, evaluation, and educational 
placement of their child and provision of FAPE. Parents have the right to review 
their child's records at any time, without delay, as well as have the right to 
receive a response to their reasonable requests for explanations and 
interpretations of their child's records. Lastly, parents have the right to obtain 
from the school district or other participating agency a list of the types of 
education records that are collected, maintained, or used by the agency, and 
where those records are kept. 
The third issue dealing with confidentiality is the right to request that 
records be amended.1 If parents feel the information in their child's records is 
inaccurate or misleading or that it violates their child's right to privacy or other 
rights, they have the right to request that the agency amend the information. The 
agency must decide whether to refuse or amend the request within a reasonable 
period of time. If the agency refuses to amend the request, the parent has a right 
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to a due process hearing. Should the result of the hearing be in favor of the 
parent(s), the district or other participating agency must amend the information in 
the child's records. 
Early Intervention Services 
Under IDEA Part C, early intervention services are provided to infants and 
toddlers experiencing developmental delays.12 Section 632 of Part C describes 
infants and toddlers as children from birth through age 2 years. The infants and 
toddlers are determined in need of early intervention services because they 
experience developmental delays in one or more of the following areas: 
cognitive development, physical development, communication development, 
social or emotional development, and/or adaptive development. They may also 
have a diagnosed physical or mental condition that has a high probability of 
resulting in a developmental delay. Under IDEA Part C Section 635, a statewide 
system for early intervention services must include a "comprehensive child find 
system for making referrals to service providers." 
There must be a public awareness program that promotes early 
identification of infants and toddlers with disabilities. A single line of responsibility 
in the agency must be designated or established by the Governor for carrying out 
the identification and coordination of all available resources within the State from 
Federal, State, local, and private sources. 12 Early intervention services provided 
include family training, counseling, and home visits; special instruction; speech-
language pathology and audiology services; occupational therapy; physical 
therapy; psychological services; service coordination services; medical services 
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only for diagnostic or evaluation purposes; early identification, screening, and 
assessment services; health services necessary to enable the infant or toddler to 
benefit from the other early intervention services; social work services; vision 
services; assistive technology devices and assistive technology services; and 
transportation and related costs that are necessary to enable an infant or toddler 
and the infant's or toddler's family to receive services. Early intervention services 
must be provided by qualified personnel, including special educators, speech-
language pathologists and audiologists, occupational therapists, physical 
therapists, psychologists, social workers, nurses, nutritionists, family therapists, 
orientation and mobility specialists, and pediatricians and other physicians. 
Requirements for an Individualized Family Service Plan 
A statewide system for early intervention services must provide an 
individualized family service plan (IFSP) as mandated by IDEA Part C Section 
636. 12 The IFSP must be in writing and contain the child's present levels of 
physical development, cognitive development, communication development, 
social or emotional development, and adaptive development; the family's 
resources, priorities, and concerns relating to enhancing the development of the 
child with a disability; the major outcomes to be achieved for the child and the 
family, and the criteria, procedures, and timelines used to determine the degree 
to which progress toward achieving the outcomes is being made; specific early 
intervention services necessary to meet the unique needs of the child and family, 
including the frequency, intensity, and method of delivery; the natural 
environments in which services will be provided; the projected dates for initiation 
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of services and their anticipated duration; the name of the service provider who 
will be responsible for implementing the plan and coordinating with other 
agencies and persons; and the steps to support the child's transition to preschool 
or other appropriate services. The IFSP must be evaluated once a year and the 
family will participate in a review of the plan every 6 months. The contents must 
be fully explained to the family and informed written consent must be obtained 
before early intervention services are initiated. 
There are many ways in which the IFSP differs from the IEP.13 The IFSP 
focuses on the family and outcomes targeted for the family, whereas the IEP 
focuses on the eligible child's educational needs and outcomes. The IFSP 
includes the provision of services in natural environments, allowing opportunities 
for learning interventions in everyday routines and activities. The IEP takes 
place in formal , fixed environments. The IFSP includes activities with multiple 
agencies and names a service coordinator to help the family during the 
development, implementation, and evaluation of the IFSP. 
Example of Process Implementation 
The Individual's with Disabilities Education Act Part C Section 635 outlined 
the requirements for a coordinated, multi-disciplinary, interagency system to 
provide early intervention services for young children and their families. 12 The 
following discussion will relate to the Northeast Human Service Center Infant 
Development Program as an example of how a North Dakota program has met 
these requirements. 
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Purpose and Philosophy 
The purpose of the Northeast Human Service Center Infant Development 
Program is to enhance the development of children with disabilities.17 In order to 
provide a transdisciplinary approach that involves the family in planning early 
intervention services for their child, the program offers home visits, team 
evaluations, parent education, developmental screenings, and community 
education services. This philosophy of the Infant Development Program is stated 
as "we believe that the most critical learning period occurs in the first 3 years of 
life; therefore, it is essential that developmental delays be identified as soon as 
possible so that activities and learning experiences may be provided in the home 
during formative years."(P1) The philosophy and purpose of this Infant 
Development Program, as a component of a statewide system, reflects the 
mandates of IDEA requiring that appropriate early intervention services be 
provided to all infants and toddlers (ages 0-3) with disabilities and their families 
(Part C, Sec. 634 (21) & (2)).12 
The purpose and philosophy of this specific Infant Development Program 
are also manifested throughout the state. 17 The vision statement of the North 
Dakota Interagency Coordinating Council Personnel Development 
Subcommittee, listed below, describes the basis behind any Infant Development 
Program: "All Early Intervention Personnel view services through the eyes of the 
family. They build and maintain trusting relationships among families and 
providers, based on the belief that the child and the family are the focus of the 
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system. They are prepared, qualified, and committed to enhancing the lives of 
young children and their families."18(p1) 
Child Find 
IDEA, Part C Section 635 mandated a comprehensive child find system 
for making referrals to early intervention service providers. 12 This mandate has 
been implemented through the following procedures at the Northeast Human 
Services Infant Development Program. A referral from any source, whether it be 
a physician, parent, or a representative of another agency, to the coordinator of 
the infant Development Program and the Intake Developmental Disabilities Case 
Manager begins the process. 19 A developmental screening and/or evaluation will 
be scheduled at this time as needed.20 The intake case manager will then 
contact the family and an intake session will be scheduled. The purpose of the 
intake session is to allow the intake case manager to share additional information 
regarding developmental disabilities services, the referral process, and 
client/parent rights and give the parents an opportunity to provide any pertinent 
information regarding their child's needs.19.2o 
Service Coordination 
IDEA Part C Section 635 (1Gb) mandated that the lead agency identifies 
and coordinates all available resources within the state as outlined in Individual 
Family Service Plans. 12 At Northeast Human Service Center, these mandates 
are implemented through the following procedures. 
Upon initial referral to the Infant Development Program, each child will be 
assigned a service coordinator. 21 Service coordination is a process that is 
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ongoing and enables families to access appropriate early intervention services. 
Service coordination activities include: 
(1) coordinating family-directed evaluations and assessments; 
(2) facilitating the IFSP process; 
(3) identifying informal and formal supports; 
(4) coordinating and monitoring the services and supports named in the 
individualized family service plan; 
(5) educating families regarding their rights; 
(6) facilitating the transition process. 
Staff at the Northeast Human Service Center coordinate efforts with local medical 
clinics; Altru Institute's Pediatric Services; University of North Dakota Speech, 
Language, and Hearing Clinic; North Dakota School for the Blind; North Dakota 
School for the Deaf; the North Dakota Early Childhood Tracking System; local 
school systems; local physicians; home health and public health agencies; Easter 
Seals Respite Care; county social service agencies; and Healthy Families -
Region 4. 
Assessment 
Family-directed identification of the family's and child's needs, along with a 
timely, comprehensive, multidisciplinary evaluation of the child's functional level, 
are mandated in IDEA Part C Section 635. 12 Services provided through the 
Northeast Human Service Center Infant Development Program typically begin 
with an assessment phase, which is initiated during the intake session. Family 
participation in assessment is felt to be a critical aspect of the program. 19 The 
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first phase of the assessment is to gain information regarding medical status, 
family history, developmental milestones, and how to support the child and 
family. 
The next phase begins with a referral coordinator who reviews more 
specifically any concerns the child or family may have. 19 At this time, the 
following items are determined: 
(1) the location and time that is convenient to conduct the evaluation; 
(2) how the family would like to be involved in the evaluation process; 
and 
(3) the specific areas of development the family would like covered in the 
evaluation. 
If there are additional areas of services that the family needs, the referral 
coordinator will assist in locating that service within the community. All 
information gathered is then put together in a written report and given to the 
family. An early interventionist, specifically assigned with consideration to the 
child's primary area of need and locality, will discuss this report with the family 
before it is reviewed for final approval. 19,20 
Eligibility 
IDEA Part C Section 635 (1) mandated that a statewide system must 
provide a definition of the term developmental delay.12 Any child or toddler, 
under the age of 3 years, with a disability is eligible to receive early intervention 
services if he/she is experiencing developmental delays, has a diagnosed 
condition that has a high probability of resulting in developmental delays, or is at-
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risk for developmental delays (IDEA Part C Sec. 632 (5)). At the Northeast 
Human Service Center, a team of professionals (the Developmental Disabilities 
Dispositional Committee) along with the developmental disabilities department 
determines each child's eligibility.19 
The intake manager will utilize the information from the families, the Infant 
Development Program, and other authorized agencies involved in the 
assessment in order to make a decision as to whether or not the child is eligible 
for services. 19 This decision must be given to the family in writing. Eligibility 
requirements for services provided under Infant Development in Grand Forks, 
Nelson, Walsh, or Pembina Counties (counties served by the Northeast Human 
Service Center) include the following: 
(1) developmentally delayed - performing 25% below age norms in 2 or 
more areas of development or 50% below age norms in one or more 
areas of development; 
(2) developmentally disabled - have a severe, chronic disability; 
(3) high-risk - have been diagnosed with a disorder which has a known 
expectancy for developmental delay. 
Individualized Family Service Plan 
A statewide system for early intervention services must include an 
individualized family service plan (IFSP) in accordance with IDEA Part C Section 
636 for each infant or toddler with a disability.12 The components of the IFSP 
include the following: 
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(1) a definition of the child's present level of physical, cognitive, 
communication, social/emotional, and adaptive development; 
(2) a definition of the family's resources, priorities, and concerns relating 
to the child's development; 
(3) a definition of the expected outcomes for the child and family; 
(4) a statement of the necessary early intervention services; 
(5) a statement of the natural environments in which the services will be 
provided; 
(6) the projected dates for initiation of services and duration of services; 
(7) the identification of the service coordinator responsible for 
implementing the plan; 
(8) the steps taken that will support the child's transition to preschool or 
other services. 
If the child is deemed eligible for services provided by the Northeast 
Human Service Center Infant Development Program, the next step is to schedule 
a meeting with the family to complete the IFSP.19 This document must be 
completed within 45 days from the date the child was referred to the program. "It 
is the policy of Northeast Human Service Center's Infant Development Program 
that the IFSP is the family centered document and process that guides the 
delivery of Infant Development services."21(p1) 
The IFSP document and process provides Infant Development Staff the 
ability to share information between families and staff in order to allow families to 
make informed choices. 19 The purpose of this document is to identify and 
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organize the resources that will assist the family in meeting their desired 
outcomes regarding their child's growth and development. Any meeting 
concerning the IFSP must include the following participants: parents, others 
requested by the family, the service coordinator, people directly involved in the 
evaluations and assessments, people providing services to the family, and the 
child's developmental disabilities case manager.22 If any of these people are not 
able to attend, arrangements must be made for their involvement through other 
means. 
During completion of the IFSP, the frequency of services to be provided 
will also be determined. 19 Home visits will be scheduled based on the needs of 
the child and family. The early interventionist working with the family will assist in 
monitoring the child in areas of development and will provide suggestions about 
activities and techniques that may help in achieving the desired outcomes. In 
order to help reach the outcomes outlined for each child in the individual IFSP, 
the Infant Development Program also has a toy library that consists of toys and 
equipment that can be checked out to families. These toys and equipment may 
assist in meeting the specific needs of the child. 
Consultations, re-evaluations, and reviews of IFSPs are to be available to 
families as they feel appropriate. 19 These can be scheduled by the child's early 
interventionist and are encouraged throughout a family's involvement in the 
Infant Development Program. However, the IFSP must be reviewed at least 
every 6 months in order to document progress and make changes as needed. 
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Discharge and Transition 
The Northeast Human Service Center Infant Development Program is 
voluntary and families determine the length of their child's involvement up to age 
three.23 However, there are specific conditions for discharge from the program. 
The first is that parents choose to 1) withdraw from services without explanation 
or 2) refuse early intervention services, which include services provided from 
Infant Development. Choosing not to accept a service will not affect the child's 
eligibility to receive other services. In addition, if a child is transitioned into 
services through the school system, moves to another region within North Dakota 
or out-of state, turns 3 years of age, or the child dies, he/she will be discharged 
from services. 
Specifically regarding transition services, parents will be informed of the 
procedures 1 year prior to initiation (the child's 2nd birthday).24 The program 
coordinator and the case manager are responsible for providing this information. 
Parents are then asked to sign a release of information so the Infant 
Development Program can share information about their child with the receiving 
Special Education Unit. Within 1 month following the child's 2nd birthday, the 
receiving school district is notified in writing of the child(ren) that will be 
transitioning in the next year. 
By the time the child is 2 years and 6 months old, a joint multi-agency 
(Infant Development Program Coordinator, the Special Education Unit, and the 
Developmental Disabilities Case Manager) assessment planning meeting will 
take place.24 This meeting is to discuss eligibility under IDEA Part B and the 
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continuum of service options. Prior to the child turning 2 years and 9 months of 
age, an Individual Education Plan (IEP) team meeting is held to determine 
eligibility under IDEA Part B, write the IEP (including documentation of transition), 
and determine placement. Following the child's third birthday, transfer to a 
Special Education Unit to participate in a special education program or 
community programs as needed occurs if eligibility requirements are met. The 
initial follow-up is conducted by Infant Development within 3 months of the child's 
transition. 
Family Empowerment 
A policy that is emphasized throughout service provision from Infant 
Development is that of family empowerment.25 The Northeast Human Service 
Center Infant Development Program Policies Manual states that it is recognized 
that families have the ability to make their own decisions regarding their child and 
family situations. The purpose of this empowerment is to give families the 
opportunity to explore every option that is available to them regarding their child 
and family. Families are given a choice of where and when initial interviews, 
developmental testing, and evaluations take place. They are also given options 
in regard to where meetings take place and the time and frequency of all home 
visits. Families are also considered to be the primary source in identifying 
strengths and challenges of the child and family, determining child and family 
outcomes, and other criteria on the IFSP. 
In order for a state to receive a federal grant under Section 633 of IDEA 
Part C to implement and maintain a statewide, comprehensive, coordinated, 
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multidisciplinary, interagency system to provide early intervention services for 
eligible children and families, that state must have met the requirements under 
Sections 634 and 635 as previously described. 12 Federal monitoring of statewide 
systems has been implemented to assess procedural compliance with these 
sections of IDEA Part C and the outcomes of children and families receiving early 
intervention services.4 As part of this monitoring and research into early 
intervention programs, the success of family-centered services and public 
awareness are addressed. The following research studies and federal 
monitoring programs relate directly to family-centered services. 
Research Studies 
Creating a Family-Centered Approach to Early Intervention Services: 
Perceptions of Parents and Professionals 
In 1997, Iversen et al14 initiated a study to compare the attitudes of parents 
and early intervention service providers regarding the effectiveness of early 
intervention services, specifically to identify the factors associated with parental 
satisfaction and the obstacles in forming effective relationships between 
providers and families. Subjects for this study were service providers and 
parents whose child had received early intervention services for a minimum of 3 
months, participation in a parent group, and the ability to complete the 
questionnaires. Exclusion criteria for this study included current participation in 
another research study or programs without parent group participation. 
Participants were given a survey including questions regarding 
demographics, services received and provided, and perceived program 
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effectiveness.14 A modified Project Dakota assessment was developed and used 
in order to assess how the needs of families were being met in the early 
intervention programs. The instrument contained 36 questions in the following 5 
subscales: 
(1) program and staff responsiveness; 
(2) growth in knowledge and skills in helping the child; 
(3) growth in understanding normal behavior and problems; 
(4) utilization of community resources; 
(5) building a support system through parent participation in the 
program. 
The authors suggested that a need for improved satisfaction was found in the 
following areas: 
(1) goal setting and developing strategies to help their child (66% agree); 
(2) learning discipline strategies and setting limits for their child (75% 
agree); 
(3) learning about community resources and agencies available for 
assistance (61 % agree). 
An overall parent and service provider rating of the early intervention 
programs effectiveness at meeting family needs was found by examining the 
frequency of responses to find specific areas that needed improvement. The 
weaknesses of the early intervention programs included the following: 
(1) parents' lack of goal setting awareness; 
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(2) parents' need for an increased knowledge regarding community 
resources; 
(3) the need for increased involvement by parents as team members; 
(4) the need for parents' to believe that their child's strengths are 
recognized. 14 
The strengths of the early intervention programs included the following: 
(1) the staff's ability to give information that is useful and clear; 
(2) parents' ability to see their children's development; 
(3) parents' level of confidence in their own abilities to help their children; 
(4) staff's willingness to address families' concerns; 
(5) parents' level of confidence that the services their children received 
are a combination of the expertise of all staff members. 
The findings of this study indicated that parents believe the services 
provided could be better by improving upon the weaknesses stated above. The 
authors, through this research, suggest that families hold strong beliefs about the 
need and the amount of therapy.14 Participants in this study responded positively 
about the use of the questionnaire as a means to help improve early intervention 
services. The authors concluded it is important future research be conducted to 
assess service delivery and parental satisfaction to validate the effectiveness of 
family-centered services provision as a best practice approach. 
Research by Iversen et al 14 did not directly relate to early intervention 
services provided to eligible families in the state of North Dakota. In addition, the 
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authors stated that a limitation of their research was the small sample of the 
provider and parent groups and the limited geographic area covered. 
U.S. Department of Education, Office of Special Education Programs (OSEP) 
Federal Monitoring of Early Intervention Programs 
The United States Department of Education, Office of Special Education 
Programs (OSEP), initiated federal monitoring of special education and early 
intervention programs under the Individuals with Disabilities Act (IDEA) Part C.4 
OSEP designed a Continuous Improvement Monitoring Process in order to focus 
the monitoring not only on procedural compliance, but also on the achievement 
of results for infants, toddlers, children, and youth with disabilities. This 
monitoring was conducted in North Dakota in 1998 and was implemented 
collaboratively by OSEP, the North Dakota Department of Public Instruction 
(NDDPI), the North Dakota Department of Human Services (NDDHS), and 
parents and advocates in North Dakota. 15 The requirements mandated under 
IDEA Part C were grouped into 5 cluster areas for review: general supervision, 
child find/public awareness, early intervention services in natural environments, 
family-centered system of services, and early childhood transition. 
Results of the 1998 monitoring process indicated the following strengths 
regarding early intervention services for infants and toddlers with disabilities in 
North Dakota, including the existence of: 
(1) a statewide tracking system of at-risk children to allow for early 
recognition of children with delays; 
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(2) a computerized database for IFSPs that allows service delivery 
tracking; and 
(3) a parent-involvement subcommittee of the State Interagency 
Coordinating Council. 15 
The areas of noncompliance observed in North Dakota included: 
(1) NDDHS did not conduct comprehensive and effective monitoring of 
the implementation of Part C requirements of IDEA. 
(2) NDDHS did not have a coordinated child find system at that time. 
(3) Timely referral of children by primary referral sources was not 
ensured 
(4) All services needed by children and their families were not included 
on IFSPs and provided. 
(5) It was not ensured that all services were provided in natural 
environments to an appropriate extent. 
(6) Services that were needed by a child but not required by IDEA Part C 
were not included on IFSPs. 
(7) Services were not always provided to the families at no cost to them. 
(8) The frequency and intensity of services was not individually 
determined by the state. 
(9) A single service coordinator for eligible children and families was not 
ensured by the Infant Development Programs. 
(10) A timely multidisciplinary evaluation in all developmental areas was 
not completed for all referred children. 
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(11) Transition plans were not included in IFSPs and most transition 
meetings were not held at least 90 days before a child turned the age 
of three. 
It was concluded by OSEP that both service providers and parents felt that 
they did not receive information in ways that were easily understood, thus 
parents did not contact Infant Development for assistance. 15 Recommendations 
were made to improve child find and public awareness activities included 
providing information in "family-friendly" language, locations, and format. OSEP 
also recommended that to improve results for children and their families, NDDHS 
should ensure that children's early intervention information is easily accessible by 
parents as appropriate. Because parents are an important factor influencing their 
child's development, it was also recommended by OSEP that family-
centered ness in early intervention services should be enhanced in North Dakota. 
In addition, training should be provided to parents regarding their service options. 
This same monitoring process by OSEP was conducted in Nevada in 
2001.4 The areas assessed were consistent with those reviewed in North 
Dakota. In addition to the federal monitoring that took place in this state, a self-
assessment process, conducted by the Nevada Department of Education and the 
Department of Human Resources, named PROJECT IMPRV, was developed to 
enhance the monitoring process. 
PROJECT IMPRV (Improving Methods, Procedures, and Results for Nevada) 
The objective of PROJECT IMPRV was to organize and facilitate the 
self-assessment component of the monitoring process.4 The Nevada 
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Department of Education also conducted statewide parent surveys and public 
input meetings in order to further validate the data that OSEP gathered regarding 
the 5 previously mentioned cluster areas that were examined. 
The survey results from the Nevada Department of Education's research 
indicated that 53.8% of respondents strongly agreed and 31.3% agreed that they 
have received and understood their rights regarding services under IDEA Part 
C.4 In addition, the majority of respondents understood the procedural 
safeguards. Eighty percent of families also indicated that they learned about 
early intervention services easily and the materials given to them were easily 
understood. At least 85% of respondents across all early intervention programs 
in Nevada were generally satisfied with the coordination of their services, at least 
81 % were generally satisfied with their service providers, and at least 88% felt 
that the services they have received helped to meet their child's developmental 
needs. 
Areas of concern found in the self-assessment surveys and meetings 
included non-compliance regarding time requirements for evaluations, service 
provision in natural environments, receiving Individualized Family Service Plans 
(IFSPs), and receiving transition plans.4 Forty-five percent of all families still 
received the majority of services in a clinic/center environment. Participants in 
the surveys and public input meetings also noted that community and health care 
providers displayed a lack of information or knowledge about early intervention 
services/programs. The respondents indicated that this was a barrier to referral. 
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Attending Education and Training Opportunities: 
What North Dakota Families of Children with Special Needs Have to Say 
Iversen et al14 and OSEP propose that parental involvement is a key to the 
success of an early intervention program and that in order for parents to be 
involved, they need to have an understanding of the early intervention 
programs.4•14 To gain understanding of an early intervention program, 
information must be distributed in a way that is most effective for those families. 
This was addressed in North Dakota with a study done in 2002 by Hegg et al. 16 
A total of 41 parents or guardians of children with special needs participated in 8 
focus interview sessions. The questions asked during the interview were based 
on 6 themes: 
(1) basic demographics, 
(2) current distribution of materials, 
(3) marketing of opportunities, 
(4) program planning and content, 
(5) service on boards and committees, 
(6) reaching families sooner. 
Basic demographics and the current distribution of materials themes were 
directly related to effectively educating families on early intervention programs. 
The recommendations of these authors, including the best ways to reach 
families and alternative training/education, were made based on the findings of 
the interviews. 16 Mailed brochures were expressed as the best way to reach 
families, but it was noted that information regarding educational opportunities 
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should be made available at critical times (i.e., when the diagnosis is made or a 
team meeting is held). An interest was also expressed in gaining information 
about alternative educational opportunities that families can receive in their 
homes, such as video tapes or computer discs. 
The limitations to this study included that the answers to the questions 
were not compared to the families' demographic information; specifically, 
differences in opinions of families living in larger communities versus smaller 
communities. Differences may possibly be found in how families' believe they 
should be contacted and what is felt to be the best way to receive information. 
These research studies provided a foundation for addressing families' 
need for additional information regarding rights and regulations under IDEA Part 
C, the level of family satisfaction with North Dakota early intervention services, 
how families are currently receiving their information, and what those families 
perceive as the best way to receive their information. The study by Iversen et 
al 14 provided examples on how this type of research should be done and what 
areas should be addressed in future research. Likewise, the study done by Hegg 
et al16 gave recommendations for further research into appropriate methods of 
providing families with information. In addition, the federal monitoring conducted 
by OSEP and Nevada's self-assessment (PROJECT IMPRV) allows future 
researchers an opportunity to compare previous levels of non-compliance and 
weaknesses in early intervention programs with current research.4•15 
CHAPTER III 
METHODOLOGY 
This project was funded by the University of North Dakota Department of 
Physical Therapy and the Department of Human Services and was designed to 
investigate the current need for information regarding rights and regulations that 
families with children eligible for early intervention services have. The study 
design and protocol was submitted to the Institutional Review Board and 
approved on July 7, 2003. 
Study Design 
This project was designed as survey research to determine whether or not 
families receiving early intervention services in North Dakota were informed 
adequately, in their opinion, about their rights and regulations under IDEA, Part 
C. The survey also included questions on the families' level of satisfaction 
regarding service delivery and information provided by North Dakota Infant 
Development staff and families' current and preferred methods of receiving 
information. 
In May, 2003, the researchers consulted with the North Dakota 
Department of Human Services Part C Coordinator to discuss the types of 
information that would be valuable for Infant Development program planning. 
Following that conference, the Part C Coordinator forwarded the quality 
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assurance Systems Indicators (Appendix E) currently used by Infant 
Development and the recent data resulting from these survey procedures.25 
Systems Indicators are for families with children under 18 and living at home. A 
group of 10 questions are administered to families of children receiving services 
from Development Disabilities in the state of North Dakota. The primary intent of 
these questions is to gather information regarding Development Disabilities 
authorized services. Eight of the questions answered based on the current 
authorized services, while 2 focus on generic/informal support. 
Subjects 
The subjects were selected because they were parents of children, age 0 -
3 years, who are eligible for and receiving early intervention services in the state 
of North Dakota. Subjects were excluded if they did not meet the above criteria. 
The subjects were randomly selected by the Department of Human Services 
based on Infant Development Service Unit regions, age of child, and length of 
service provision. Efforts were made to include an equal number of subjects 
from each region of North Dakota. 
I nstru mentation 
The instrument used in this study was a written survey which was selected 
as the preferred method to reach a large number of subjects. A survey 
(Appendix C) and a cover letter (Appendix D) were prepared and forwarded to 
. the Part C Coordinator for mailing. Each survey mailed was coded so reminder 
letters and an additional survey could be sent to families who had not returned 
their survey after approximately 6 weeks. Families were informed that by 
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returning the survey, they were consenting to participate in the study. Minimal 
risks associated with participating in the study were outlined in the cover letter 
along with methods to protect confidentiality. The list of survey codes was 
matched with family names by staff at the Department of Human Services to 
ensure confidentiality. 
The survey was constructed by the researchers using the Likert scale, 
open-ended questions, ranking, and demographic questions.27 The majority of 
the survey contained questions using a Likert scale which required subjects to 
indicate their level of agreement with a statement. Questions were designed to 
answer the specific research questions of this study. Question construction was 
designed to provide a clear and concise format to ensure subject understanding 
and participation. 
On June 5, 2003, the survey was reviewed by the Infant Development and 
Developmental Delay Case Management staff at the May Quarterly Early 
Intervention/Family Support Meeting. Recommendations for the survey were 
provided and implemented in the development of the final survey. 
Procedure 
On August 1, 2003, surveys were forwarded to the Department of Human 
Services of North Dakota and then mailed to 200 families chosen by the Part C 
Coordinator and the Department of Human Services staff. Each envelope and 
return envelope was given a number 1 to 200 which was recorded by the 
Department of Human Services staff when the surveys were mailed to families. 
Included with the survey was a cover letter explaining the project and inviting the 
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families to participate. The cover letter also included a statement of informed 
consent which stated the risks to confidentiality and the measures taken to 
minimize that risk. The cover letter requested that participants complete and 
return the survey by September 30,2003. On September 8,2003, a second 
cover letter, survey, and insert reminding subjects to complete the survey was 
forwarded to the Department of Human Services and, subsequently, mailed to 
families who had not returned surveys. The survey closure date was extended to 
October 10, 2003. Surveys received after that date were not included in data 
analysis. 
Data Analysis 
Data from the returned surveys were entered into the Statistical Package 
for Social Sciences (SPSS for Windows) for statistical analysis. Questions that 
asked subjects to strongly agree, agree, disagree, or strongly disagree with a 
statement was given a number to correlate with the choices: 1, strongly agree; 2, 
agree; 3, disagree; 4, strongly disagree. Other questions asked the subjects to 
rank their response with 1 equaling most agreement with the statement and the 
largest number equaling least agreement. These numbers were entered into the 
data as the number given in the survey. Demographic questions were entered 
by assigning a number to the answer choices. First choices on the survey were 
entered as 1, second choice 2, and so forth. For open-ended questions, 
responses were given a number with each new response. For example, for 
question 1 regarding the subjects' relationship to the child, Mother was entered 
as 1, Father as 2, and parent as 3. 
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Due to the small number of respondents, the data for some questions 
were collapsed into related-topic categories. For question 1, all respondents 
were parents so mothers and fathers were combined into a single category. In 
question 2, ages of children receiving services were put into specific age groups. 
Highest education level reached by parents was condensed from 7 categories to 
4 in question 5. Population of residing city for families was condensed from 5 
groups to 3 in question 6. For questions asking for the subject to answer strongly 
agree, agree, disagree, or strongly disagree, the data were collapsed to agree or 
disagree. In order to interpret the ranking data so that 1 was the strongest and 
the highest number (7 or 13) the weakest, data were entered with 1 =13, 2=12, 
3=11, etc. for question 10 and 1 =7, 2=6, 3=5, etc. for questions 11. 
When comparing and assessing data collected from the survey questions, 
chi-square tests and cross tabs were utilized to test the hypotheses.28 The data 
from this survey were expressed as frequencies showing how many responses 
are in each category without a mean, median, or mode. These tests and 
descriptions will be discussed further within the results chapter. An alpha level of 
.05 was set by the researchers to determine the significance of the outcome of 
the statistical tests used in the study. 
CHAPTER IV 
RESULTS 
Two hundred surveys were mailed to families with children eligible for 
early intervention services in North Dakota, with 70 (35%) being returned within 
the time requirements to be included in the research. Both demographic 
questions and survey questions related to the original research questions were 
analyzed using frequencies to determine statewide trends. In addition, 
demographic information was compared to the respondents' level of agreement 
to wanting a better understanding of information related to early intervention 
services and their satisfaction with those services. Demographic information is 
reported below, followed by the frequencies and trends relative to each of the 3 
original research questions. 
Demographics 
Seventy respondents (100%) indicated they were a parent of a child 
currently eligible for early intervention services. Regarding the total amount of 
time receiving services from Infant Development, 21 of 69 (30%) families had 
received services for 0 to 6 months, 18 of 69 (26%) for 7 to 12 months, 17 of 69 
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Figure 1. Total amount of time receiving services. 
Sixteen responding parents (24%) indicated that the first child receiving early 
intervention services was aged 0 to 12 months, 31 of 67 (46%) aged 13 to 24 















Figure 2. Current age of child #1 receiving services. 
Regarding the second child receiving services, 4 of 7 (57%) parents indicated an 
age of 0 to 12 months and 3 of 7 (43%) 13 to 24 months. An inference was 
made from this question in regard to the total number of children receiving 
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services with 62 (90%) of the responding families having a child receiving 
services, 6 (9%) having 2 children, and 1 (1 %) having 3 children. 
Survey question 4 asked for an indication of the child's (children's) major 
diagnosis and their age at the time of diagnosis. Refer to Table 1 for a listing of 
the major diagnoses that were indicated by the respondents in this survey. 
Seventeen respondents (35%) indicated that the first child receiving services, 
who has received a diagnosis, was diagnosed at birth, 21 of 49 (43%) up to 12 
months, 10 of 49 (20%) at 13 to 24 months, and 1 of 49 (2%) over 24 months. 
Twenty-one (30%) responding parents indicated their child had not yet been 
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Figure 3. Age of child #1 at diagnosis. 
Regarding the second child, 4 of 5 respondents (80%) indicated a diagnosis was 
given-oat birth and 1 of 5 (20%) was diagnosed during the period up to 12 months 
of age. 
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Table 1. Frequency and Percentage of Major Diagnoses Reported 
Diagnosis n Child #1 % Child #1 n Child #2 % Child #2 
Down's Syndrome 7 11 0 0 
Developmental Delays 14 22 6 75 
Autism 2 3 0 0 
Spina Bifida 1 2 0 0 
Deafness 1 2 0 0 
Cerebral Palsy 6 9 0 0 
Speech Delay 8 13 0 0 
Hydrocephalus 1 2 0 0 
Premature Birth 5 8 0 0 
Cancer 1 2 0 0 
Stroke 1 2 0 0 
Apraxia 1 2 0 0 
Chromosomal Translocation 1 2 0 0 
Coarctation of Aorta and 1 2 0 0 
Esophageal Atresia 
BPD 1 2 0 0 
Congenital Myasthenia Gravis 1 2 0 0 
Very Low Birth Weight 1 2 0 0 
Benign Hypotonia 1 2 0 0 
Optic Nerve Hypoplasia 1 2 0 0 
Waardemburg's Syndrome and 1 2 0 0 
Hirschprung's Disease 
Amniotic Band Syndrome 1 2 0 0 
No Diagnosiss Given/Unknown 7 11 2 25 
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Additional demographic data, including the highest level of education of 
the person completing the survey and the size of community in which the family 
had received services for the longest amount of time, was asked. Twenty-three 
respondents (33%) indicated high school or less, 32 of 69 (46%) indicated 
associate's or bachelor's degrees, 10 of 69 (15%) indicated graduate level 
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Figure 4. Parent's highest level of education. 
In regard to community size, 20 of 67 respondents (30%) had received services 
for the longest period of time in a community of less than 5,000 people, 21 of 67 
(31 %) in a community of 5,000 to 30,000 people, and 26 of 67 (40%) in a 
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Figure 5. Size - community of longest 
residence while receiving services. 
Research Question #1 
Research question one asks: What is the current need for information 
regarding rights and regulations that families with children eligible for early 
intervention services in North Dakota may have? The information obtained by 
.question 7 helped to answer research question one and identified what the 
current need for information that families with children eligible for early 
intervention services in North Dakota have regarding: 
(1) general information 
(2) service provision 
(3) procedural safeguards 
(4) statewide requirements. 
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Within question 7, (a) through (e) included general information regarding 
IDEA Part C. Following are the statements and results from 7(a) through (e) 
asking parents to indicate if they would like to better understand the following: 
(a) The eligibility requirements to receive services from Infant 
Development; 35 of 68 (52%) agreed. 
(b) How their child is evaluated in the following areas: physical, mental, 
communication, social/emotional, and adaptive development. 
Families agreed that they would like to better understand the 
information in all areas as follows: physical development, 40 of 65 
(62%) agreed; mental development, 44 of 68 (65%) agreed; 
communication development, 46 of 68 (68%) agreed; 
social/emotional development, 45 of 68 (66%) agreed; and adaptive 
development, 46 of 68 (68%) agreed. 
(c) Their child's right to be assessed by a qualified service provider: 40 
of 68 (59%) agreed. 
(d) How their priorities and concerns for their children are assessed: 44 
of 69 (64%) agreed. 
(e) The information in their child's individualized family service plan 
(IFSP): 36 of 69 (52%) agreed. 
Statements 7(f) through (I) regarded service provisions in IDEA Part C. 
Parents were asked if they would like to better understand the following 
statements: 
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(f) How the requirement to provide services in "natural environments" 
relates to how their child receives those services: 39 of 69 (57%) 
agreed. 
(g) Which services their child and family have the right to receive: 45 of 
67 (67%) agreed. 
(h) How to accept or decline services: 42 of 69 (61 %) agreed. 
(i) How they will be expected to be involved in their child's services: 41 
of 70 (59%) agreed. 
U) How their family will be expected to be involved in their child's 
services: 69 of 69 (100%) agreed. 
(k) The costs for which the family will be held responsible: 44 of 69 
(64%) agreed. 
(I) How transition services to Part B are set up when and if their child 
needs them: 50 of 69 (73%) agreed. 
Statements regarding procedural safeguards were asked in 7(m) through 
(p). These questions asked if parents would like to better understand the 
following statements: 
(m) How confidentiality is guaranteed: 37 of 69 (54%) disagreed. 
(n) How to access and examine any records about their child: 47 of 69 
(68%) agreed. 
(0) How they will be notified of any changes in the services their child 
receives: 43 of 69 (62%) agreed. 
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Seven (q) through (t) included statements regarding statewide 
requirements set forth in IDEA Part C. Parents were asked if they would like to 
better understand the following statements: 
(q) How to access the central directory that includes information about 
early intervention services, resources, and experts for their family: 
45 of 69 (65%) agreed. 
(r) How early intervention service providers are trained: 47 of 69 (68%) 
agreed. 
(s) How appropriate services are to be available to children with 
disabilities and their families: 49 of 69 (71 %) agreed. 
(t) How they may be involved with the State Interagency Council 
Coordinating Committee and other committees: 35 of 68 (52%) 
disagreed. 
When using a chi-square test to compare demographic data and results to 
survey question 7 regarding "how to access and examine any records about my 
child," the 5,000 to 30,000 group contributed most to that difference. There was 
no significant difference found between age of child, length of time receiving 
services, and parents' highest level of education and survey question number 
seven. 
Table 2 provides the frequencies of agreement versus disagreement 
obtained by question seven. 
Table 2. Frequencies and Percentages Regarding Preferences for an Increased Understanding or Additional 
Information 
I would like to better understand: n Respondents n Agree % Agree n Disagree % Disagree 
a) The eligibility requirements to receive services 68 35 52 33 48 
from infant development. 
b) How my child's development is evaluated in 65 40 62 25 38 
physical development. 
How my child's development is evaluated in 68 44 65 24 35 
mental development. 
How my child's development is evaluated in 68 46 68 22 32 
communication. 
How my child's development is evaluated in 68 45 66 23 34 
social/emotional development. 
How my child's development is evaluated in 68 46 68 22 32 
adaptive development. 
c) My child's right to be assessed by qualified 68 40 59 28 41 
service providers in all areas needed. 




e) The information in my child's individualized 69 36 52 33 48 
family service, plan (I FSP). 
f) How the requirements to provide services in 69 39 57 30 43 
"natural environments" relates to how my child 
receives these services. 
g) Which services my child and family have the 67 45 67 22 33 
right to receive. 
h) How to accept or decline services. 69 42 61 27 39 
i) How I will be expected to be involved in my 70 41 59 29 41 
child's services. 
CJ1 
j) How my fa_mily will be expected to be involved 69 69 100 0 0 a 
in my child's services. 
k) The costs for which my family will be responsible. 69 44 64 25 36 
I) How transition services are set up when my 69 50 73 19 27 
child needs them. 
m) How confidentiality is guaranteed. 69 32 46 37 54 
n) How to access and examine any records about 69 47 68 22 32 
my child. 
0) How I will be notified of any changes in the 69 43 62 26 , 38 
services my child receives. 
p) How to resolve any complaints that I may have. 69 39 57 30 43 
q) How to access the central directory that includes 69 45 65 24 35 
information about early intervention services, 
resources, and experts for my family and me. 
r) How early intervention service providers are 69 47 68 22 32 
trained. 
s) How appropriate services are to be available to 69 49 71 20 29 
children with disabilities and their families. 
t) How I may be involved with the State Interagency 68 33 49 35 51 
Council Coordinating Committee. 
CJ1 
I-' 
Question 7: For each of the following, please indicate your preferences for an increased understanding or additional 
information. 
52 
Research Question #2 
Research question 2 asks: What is the level of satisfaction that eligible 
families have regarding information provided by Infant Development in North 
Dakota regarding rights and regulations under IDEA Part C? The information 
obtained by question 9 identified what the level of satisfaction of families eligible 
for early intervention services in the state of North Dakota is regarding: 
(1) the availability of information provided to them by Infant Development 
personnel 
(2) the ease of understanding that information 
(3) the information available to them from Infant Development personnel 
about support services 
(4) the explanation of the families' rights by I nfant Development 
personnel 
Sixty-three (90%) respondents agreed they are satisfied with both the 
availability and the ease of understanding the information that is provided to them 
by Infant Development personnel. Fifty-five (79%) responded that they were 
satisfied with the information about support services (Le., organizations for a 
child's needs, church groups, the North Dakota Family-to-Family Network, and 
recreational activities) that Infant Development personnel provides to them. 
Sixty-five (93%) agreed their rights have been explained to them in an 
understandable way. 
Demographic data and question nine were compared using Chi square 
tests. No significant differences were found between demographic groups and 
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the levels of satisfaction for the items listed above. Table 3 provides complete 
frequencies of agreement versus disagreement obtained by this question. 
Table 3. Frequencies and Percentages Regarding Family Satisfaction of the 
Support Given by Infant Development 
n 
Survey Question 9 Respondents 
a) I am satisfied with the availability 70 
of information from Infant Develop-
ment about the services provided for 
my child. 
b) I am satisfied with the ease of 70 
understanding the information I receive 
from Infant Development. 
c) I am satisfied with the information 70 
about support services that is available 
to me from Infant Development 
personnel. (Examples of support 
services include organizations for your 
child's needs, church groups, the North 
Dakota Family-to-Family Network, and 
recreational activities. 
d) My rights have been explained to me 70 
by Infant Development personnel in a 
way that is understandable to me. 
n n 
Agree % Disagree 
63 90 7 
63 90 7 
55 79 15 







Research Question #3, Part One 
Question 10 asked the current and preferred method of receiving pertinent 
information. Question 10 helped to answer research question number 3 by 
asking families where they receive most of their information in the state of North 
Dakota as well as indicating their current and preferred method of receiving 
information. The first part of question 10 asked families to rank from where they 
received most of their information in North Dakota, with 1 being the source from 
which they received the most information and 13 being the source from which 
they received the least information. The 13 information sources listed were 
Developmental Disabilities case manager, physicians, nurses, physical 
therapists, occupational therapists, speech therapists, disability services, 
research, internet, my own family, other families and/or friends, support groups, 
Infant Development staff. The top 3 sources from which families received the 
most information were identified as their Developmental Disabilities case 
manager, occupational therapists, and physicians. The 3 sources from which 
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Sources of Information 
Figure 6. Where families of children eligible for early intervention services 
receive most of their information. 
Research Question #3, Part Two 
Question 10 asked families to rank how they traditionally received 
information in the state of North Dakota. Families ranked the method from which 
they received the most information as number 1 and the source from which they 
received the least information as number 6. The 6 methods listed were written 
materials mailed to me; written materials given to me; internet resources; verbal 
information from service providers; formal training/educational in services; and 
audiotapes, videotapes, DVDs, and CDs. The 2 methods from which families 
received the most information were verbal information from service providers and 
written materials given to them. The 2 methods from which families received the 
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least information were audiotapes, videotapes, DVDs, and CDs and formal 
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Method of Information 
Figure 7. How families of children eligible for early intervention 
services have traditionally received information. 
Research Question #3, Part Three 
Question 10 asked families to rank their preferred method of receiving 
information, with 1 being the method by which they would most like to receive 
information and 6 being the method they would not like to receive their 
information. The 6 sources were written materials mailed to me; written materials 
given to me; internet resources; verbal information from service providers; formal 
training/ educational in services; and audiotapes, video tapes, DVDs, and CDs. 
The 2 methods by which families would most like the information given to them 
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were verbal information from service providers and written materials given to 
them. The 2 methods by which families did not want to receive information were 
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Method of Inform ation 
Figure 8. How parents of children eligible for early intervention 
services would prefer to receive information. 
CHAPTER V 
DISCUSSION AND CONCLUSION 
Principle findings of this study indicated that families surveyed wish for an 
increased understanding or to receive more information about their rights and 
regulations regarding general information (52-68% agreed), service provision 
(57-100% agreed), procedural safeguards (62-68% agreed), and statewide 
requirements (65-71 % agreed) mandated under IDEA Part C. Although these 
families stated this would be beneficial for them, they also overwhelmingly 
agreed they are satisfied with the information that has been provided to them by 
Infant Development personnel. 
In answering the third research question, it can be concluded that families 
in North Dakota who are receiving early intervention services rank their 
Development Disabilities case manager, occupational therapist, and physicians 
as their top 3 sources of information. The 3 sources from which they indicated 
receiving the least amount of information are support groups, their own family, 
and disability services. These families indicated they currently receive this 
information verbally from service providers and written materials given to them. 
These are also the preferred methods to receive information. 
The findings that answer the first research question are consistent with 
those of Iversen et al 14 who concluded that weaknesses of early intervention 
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programs included what parents perceived their knowledge levels to be about 
such things as community resources and their personal involvement in early 
intervention services. Both of these issues were addressed in this research 
study, with families indicating in survey question 7 what their need for information 
regarding resources and involvement is currently. 
The findings of this research study are also consistent with those of 
Project IMPRV (Improving Methods, Procedures, and Results for Nevada)4 done 
by the Nevada Department of Education and the Department of Human Services 
in that both studies show a general agreement among families that they are 
satisfied with their service programs. In addition, the percentage of families who 
are specifically satisfied with receiving information about their rights and 
regulations are similar, with IMPRV reporting an 85% agreement and this study 
showing 93% agreement that families believe these rights and regulations been 
explained in an understandable way. 
It is evident in this study, however, that families in North Dakota wish to 
better understand their rights and regulations regarding general information, 
service provision, the procedural safeguards, and statewide requirements that 
are mandated under IDEA Part C. Contradictory to families in Nevada, those in 
North Dakota rank their physicians and other health care providers high in regard 
to whom provides most of the information to them. 
The findings of this study are also inconsistent with those of the previously 
mentioned study by Hegg et al 16 regarding how to provide North Dakota families 
with information. Although families ranked receiving information by mail high in 
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the current study, it is evident that they would prefer to receive their information 
verbally from service providers or from written materials given to them. This 
inconsistency, although apparent, could be related to the difference in what kind 
of information was being provided and the ages of the children for whom services 
are being provided. 
Limitations 
A total of 70 surveys were returned out of a distribution of 200. A 
limitation lies in the fact that the researchers had 35% of families return the 
survey in the time allowed. This return rate could have been affected by 
seasonal demands (i.e., end of summer, beginning of school year). In addition, 
this population may be busy due to increased time demands during their daily 
lives. 
Many children with disabJlities have multiple diagnoses and some have yet 
to receive a diagnosis. Consequently, it is difficult to identify what types of 
disabilities are represented in the research. The researchers were unable to 
collapse this demographic information in order to compare it to the data 
regarding the 3 original research questions. 
When analyzing the results of the surveys, the researchers found that a 
small number of surveys were not filled out properly. Question 10 asks families 
to rank their source of receiving information, with the rank of 1 being the source 
from which they receive the most information and 13 being the source from which 
they receive the least information. Some families chose to place an 'X' in the 
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space provided. The same problem occurred in the other 2 ranking questions. 
These data were not included in the results of this research. 
A small number of families did not answer all of the questions, making this 
a limitation when the researchers began to analyze the data. A reason for this 
could have been the wording of the questions. The families may have not 
understood what was being asked and decided to leave the question blank. 
Another reason for not filling out the survey completely could have been the 
length of the survey. The cover letter stated that the survey should take 5 to 10 
minutes to complete, though it may have taken longer than expected for families. 
Recommendations 
To increase the return rate of the surveys, the researchers could have 
distributed the surveys via e-mail at another time during the year. The first 
distribution occurred at the end of summer just before the school year was 
starting. Although subjects for this survey do not have children who are of school 
age, there may be other children in the family who are. It is recommended that 
the researchers should have readjusted the distribution time line to increase the 
return rate. 
Because many of the surveys were filled out incorrectly, especially in the 
ranking section, the wording of these questions may not have been easy to 
understand. Asking subjects to rank their top 7 or 13 may have been too time-
consuming or difficult. It is recommended that asking subjects to rank their top 3 
or check all that apply in future surveys to get better results. 
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Due to the inability to collapse the data received regarding the diagnosis 
given to the child, the diagnoses were left in the 22 different diagnoses given by 
the parents. The researchers recommend that having the subjects list the 
diagnosis and then checking which of the 5 categories that are specified under 
IDEA Part C for evaluation that best fit their child's diagnosis would help with 
interpretation of the data. 
Hypothesis 
The first null hypothesis stated that families with children eligible for early 
intervention services in North Dakota are not in need of further information 
regarding rights and regulations under IDEA Part C. The alternate stated that 
families are in need of information. The null is rejected. 
The second null hypothesis stated that families are satisfied with the 
services provided by the state of North Dakota. The alternate states that families 
are not satisfied. The null is accepted. 
The third null hypothesis stated that families are receiving information 
about early intervention services and their child's progress in the method they 
prefer. The alternate states that they are not receiving information in the method 
they prefer. The null is accepted. 
Conclusion 
The purpose of this survey was to conduct a needs assessment to 
investigate the current need for information regarding rights and regulations of 
families with children eligible for early intervention services in North Dakota, the 
satisfaction level of eligible families, and the current and preferred method for 
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receiving information. The responses to question 7 show respondents agree that 
they would like to better understand or receive information regarding general 
information, service provision, procedural safeguards, and statewide 
requirements under IDEA Part C. However, when comparing question 7 with the 
time receiving Infant Development services, the child's diagnosis, parent's 
highest level of education, and community size, there was no significant 
difference within demographic groups, with a single exception. This exception 
was regarding population size and how to examine or access records. The 
researchers feel that the statewide frequencies indicates there is a general need 
for information or a better understanding of the information presented to parents 
in North Dakota regarding IDEA Part C as stated above. Demographically, there 
is no single area that is better than the other in terms of better receiving or 
understanding the information other than the exception stated above. 
In conclusion, the researchers feel that in order for all families to have a 
positive experience while receiving services under IDEA Part C, there is a 
general need for better understanding of information regarding the rights and 
regulations in the state of North Dakota. It is recommended that further research 
be conducted to assess why families with children eligible for early intervention 
services in North Dakota feel they are in need of a better understanding of their 
rights and regulations under IDEA Part C when they noted they are satisfied with 
the manner and source from which they receive their information. Therefore, it is 
important that there is good communication between families and early 
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intervention service providers so all questions are answered and information is 
given in a way that is best for each family. 
APPENDIX A 
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University of North Dakota Exempt Certification Form 
Research Involving the Use of Survey, Interview, Observational Procedures or Educational Tests 
Complete this form if you are .'cqucsting pcrmission to usc survcy, intervicw, or observational procedures, or educational 
tests. 
All research with human participants conducted by faculty, staff, and students associated with the University of North Dakota, 
must be reviewed and approved as prescribed by the University's policies and procedures governing the use of human subjects, No 
activities are to be initiated without prior review and approval by the Institutional Review Board. 
Please answer thc following questions regarding your research. 
1. Are prisone.-s included in the rescarch? Yes _X_ No 
If you answered "Yes" to the above question, this research does not qualify as exempt. Please fill out and submit a "Human 
Subjects Review Form". If you answered "No", continue to question 2a. 
2a. Are minors included in the research? Yes 
If you answered "No" to the above question, please skip question 2b and continue to question 3. If you answered "Yes", continue 
to question 2b. 
2b. Does the research include surveyor interview procedures or the observation of public behavior with researcher 
interaction with the subjects? Yes No 
If you answered "Yes" to the above question, this research does not qualify as exempt. Please fill out and submit a "Human 
Subjects Review Form", If you answered "No", continue to question 3. 
3a. Will the data be recorded in a manner such that subjects cannot be identified, either directly or through identifiers 
linked to the subjects (subject name, social security number, birth date, coding, etc.) ? _X_ Yes No 
If you answered "Yes" to the above question, please skip question 3b and continue with the rest of the form. If you answered 
"No", continue to question 3b. 
3b. Will the disclosure of thc subjects' responses outside of thc rescarch reasonably place the subjects at risk of criminal or 
civil liability, or be damaging to the subjects' I1nuncial standing, employability, or rcputation? Yes _ _ No 
If you answered "Yes" to the above question, this research does not qualify as exempt. Please fill out and submit a "Human 
Subjects Review Form". If you answered "No", provide the information requested below. 
Principal Investigator: Peggy Mohr, PT, PhD, Lindsay Anderson, Emily Hassenstab 
Telephone: 701-777-3689 E-mail Address: pegmohr@medicine.nodak.edu 
Complete Mailing Address: P.O. Box 9037 Grand Forks, ND 58202-9037 
School/College: University of North Dakota Department: Physical Therapy 
Student Advise.' (if applicable): Peggy Mohr, PT, PhD 
--~~--~--~------------------------------------------------------
Telephone: 701-777-3689 E-mail Address: pegmolu·@mcdicine.nodak.edu 
Address or Box #: P.O. Box 9037 Grand Forks, ND 58202-9037 
School/College: University of North Dnkota Department: Physical Therapy 
Project Title: Needs Assessment for Families with Children Currently Eligible for Services Provided Under IDEA Part C 
Proposed Project Dates: Beginning Date: 4-21-03 Completion Date: 4-02-04 
--~~~~~--~~~-----(Including data analysis) 
Funding agencies supporting this rcsearch: UND Physical Therapy Department and the North Dakota Department of Human 
Services 
(A copy of the fill/dillg profJ(}.wtlfln· each agellcy idelltified abol'e MUST be attached to this proposal whe/l submitted.) 
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Does the Principal Investigator or any researcher associated with this project have a financial interest in 
the results of this project? If yes, please submit, on a separate piece of paper, an additional explanation of 
YES or X NO the financial interest (other than receipt of a grant) 
If your project has been or will be submitted to other IRB's, list those Boards below, along with the status of each proposal. 
--------------------------------------- Date submitted: Status: __ Approved __ Pending 
__________________________ Date submitted: Status: __ Approved __ Pending 
Type of Project: Check "Yes" or "No" for each of the following. 
X YES or NO New Project YES or X NO DissertationfThesis 
YES or X NO Continuation/Renewal X YES or NO Student Research Project 
Is this a Protocol Change for previously approved project? If yes, submit a signed copy ofthis form 
YES or X NO with the changes boldcd or highlighted. 
Will rcsearch subjects be recrui ted at ,lIlother organization (e.g., hospitals, schools, YMCA) or will 
X YES or NO assistance with the data collection be obtained from another organization? 
If yes, list all institutions: North Dakota Department ofI-Inman Services 
Letters from each organization must accompany this proposal. Each letter must illustrate that the organization understands 
their involvement in that study, and agrees to participate in the stlldy. Letters must include the name and title of the 
individual signing the letter and, ifpossible, should be printed on letterhead. 
YES or X NO Is Altru Health Systems pl'oviding data'? If "Yes", submit two copies ofthis proposal. 
Please provide additional information regarding your research on a separate sheet of paper. 
4, In non-technical language, describe the purpose of the study and state the ration:lle for this research. 
5. In non-technical language, describe the study procedures, 
6. Where will the rese:lJ'ch be conducted? 
7. How will data be recorded and stored (that is will it be coded, anonymous, etc.)? 
Note: data and consent forms must be stored for a minimum of three years after data analysis is complete. 
8. Describe the nature of the subject population and the estimated number of'subjects. 
Necessary attachments: 
Signed Student Consent to Release of Educational Record Form (ifapplicable); 
Consent foml (not required for observational studies); 
Surveys, interview questions, or educational tests; 
Printed wb screens (if survey is over the Internet); and 
Advertisements. 
NOTE: The UNO IR'!l rcquircs that :111 kcy pcrsollllel involvcd in the rescm'ch completc human subject edu~atjon before 
IRB approval to conduct research can be granted. 
********************************************************************************************************* 
By signing this form, I certify that the above ini'ol'mation is accurate and that this research will be conducted in accordance with the 
statements provided above; this resea rch does not involve prisoners, but jf a subject becomes a prisoner, I will notify the IRE. 
(Principal Investigator) Date: 
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IRE Questions 
4. The purpose of our study is to conduct a needs assessment to investigate the current 
need for information regarding rights and regulations that families with children 
eligible for early intervention services may have. Along with this, we are attempting 
to detennine the level of satisfaction of eligible families, as well as their current and 
preferred method of receiving peliinent infon11ation. The results of this needs 
assessment will be used to make recommendations for educational materials for 
families regarding IDEA Part C and the changes with re-authorization. 
5. The surveys will be administered tlu'ough the North Dakota Department of Human 
Services. The Part C Coordinator will code and distribute the surveys directly to the 
families. They will be retumed to us at our expense. After three weeks the Part C 
Coordinator will redistribute a second survey to the families whose codes have not 
been retumed. vVe will not include surveys received six weeks post initial 
distribution of the survey. Our statistical analysis and presentation of our study will 
be completely anonymous and will include no factors that could identify the families. 
6. The research will be conducted on the University of North Dakota campus. 
7. The surveys will be retumed to us coded with no identifying factors. The returned 
data will be kept for tlu'ee years after the completion of the project and locked in a file 
cabinet in the Physical Therapy Department at the University ofNOlih Dakota. 
8. Out of a popUlation of approximately 400 families currently receiving early 
intervention services in the state ofNOlih Dakota, 200 will be randomly selected with 
equal representation of age and geographic location. 
REPORT OF ACTION: EXEMPTIEXPEDITED REVIEW 
University of North Dakota Institutional Review Board 
Date: 71212003 Project Number: IRB-200307-009 
Principal Investigator: Mohr, Peggy M.; Anderson, Lindsay; Hassenstab, Emily 
Department: Physical Therapy 
Project Title: Needs Assessment for Families with Children Currently Eligible for Services Provided under IDEA Part 
C 
The above referenced project was reviewed by a designated member for the University's Institutional Review Board 
on July 7, 2003 and the following action was taken: 
o Project approved. Expedited Review Category No. _____________________ _ 
Next scheduled review must be before 
D Copies of the attached consent form with the IRB approval stamp dated 
must be used in obtaining consent for this study. 
. Project approved. Exempt Review CategorY No. --'=.;J. _____________________ _ 
~ This approval is valid until July 1, 2004 as long as approved procedures are followed. 
No periodic review scheduled unless so stated in the Remarks Section. 
D Copies of the attached consent form with the IRB approval stamp dated 
must be used in obtaining consent for this study. 
D Minor modifications required. The required corrections/additions must be submitted to ORPD for review and 
approval. This study may NOT be started UNTIL finallRB approval has been received. 
(See Remarks Section for further information.) 
D Project approval deferred. This study may not be started until final IRB approval has been received. 
(See Remarks Section for further information.) 
REMARKS: Any adverse occurrences in the course of the research project must be reported immediately 
to the IRB Chairperson or ORPD. 
Any changes in protocol or Consent Forms must receive IRB approval prior to being 
implemented. You must submit a memo with a copy of the Consent Form and a revised 
Human Subjects Review Form, with the appropriate signatures, to the Office of Research and 
Program Development for review and approval. 
PLEASE NOTE: Requested revisions for student proposals MUST Include adviser's signature. All revisions 
MUST be hlghllghted. 
Iii Education Requirements Completed. (Project cannot be started untillRB education requirements are met.) 
Chair, Physical Therapy S.~ Ignature 0 Desig ated IRB Member 
UND's Institutional Review Board , 
7-7-03 
Date · 
If the proposed project (clinical medical) is to be part of a research activity funded by a Federal Agency, a special assurance 
statement or a completed 310 Form may be required. Contact ORPD to obtain the required documents. 
(Revised 10/2002) 
Office of Research and Development 
University of North Dakota 
10/29/03 
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Our names are Lindsay Anderson, Emily Hassenstab, and Jamie Schroeder. We are 
proposing a protocol change in our research for our scholarly project titled "Needs 
Assessment for Families with Children Cmrently Eligible for Services Provided Under 
IDEA PaIt C." Originally our survey closure date was September 8th, 2003. Due to 
distribution complications, our surveys were not distributed on the date originally 
planned. Our reminder surveys were also distributed later than anticipated. This 
occurred because our surveys had to be sent to the PaIt C Coordinator in Bismarck to 
distribute to individual families in order to ensure confidentiality. We would like to 
include all surveys we receive up to October 10111 , 2003. Thank you .. 
Sincerely, 
Lindsay Anderson Emily Hassenstab Jamie Sclu-oeder 
APPENDIX B 
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June 11, 2003 
Debra Balsdon, Part C Coordinator 
Disability Services Division 
Developmental Disabilities Unit 
600 S. 2nd Sf. Suite 1 A 
Bismarck, ND 58504-5729 
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Re: Survey Research: Needs Assessment for Families with Children Eligible for 
Services under IDEA, Part C 
Dear Deb: 
This letter is to thank you for your review of the above entitled swvcy and to ask for your 
acknowledgement of your II intent to cooperate" in this research project as described 
below. This acknowledgement is required by the UND Institutional Review Board and 
will be included when the proposal is submitted for review. Please let me know if you 
need further information or have any questions. Thank you. 
Sincerely, 
Peggy M. Mohr, Ph.D., P.T. 
Letter ofIntent to Cooperate in Research Project 
I have reviewed the 8urvey and procedures involved in the Needs Assessment for 
Families with Children Eligible for Services under IDEA, Part C research project and am 
aware of the scope of this project. I have agreed to assist the investigators with this 
project by providing access to subjects by selecting the require number of subjects and 
forwarding surveys and other information to these families. 
~~--=-raailld~ " 
Thomas Mohr, P.T., Ph.D 
Department of Physical Therapy 
P.O. Box 9037 
Grand Forks, ND 58201 
Re: Request for research support 
Dear Dr. Mohr, 
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In fulfi1lment of our scholarly project requirement, we are conducting a needs assessment 
to investigate the current need for information about rights and regulations that families 
with children eligible for early intervention services may have. The results of this 'needs 
assessment will be used to make recommendations for educational materials for families 
about the Individuals with Disabilities Education Act Part C and the changes with the 
law's recent re-authorization. 
OUf research will be conducted using a survey that will be distributed to two hundred 
families with children currently eligible to receive early intervention services in North 
Dakota. Debra Balsdon, the administrator of Children and Family Support for the 
Disability Services for the state of North Dakota, has agreed to cover the expenses for 
initial mailing/distribution of the survey and reminder letters. We will be responsible for 
.. the return postage and duplicating costs of the surveys. 
The following is a list of approximate costs: 
Fonnatting of the survey into a 4-fold $46.00 
self mailer using 8 ~ x 14 in. paper 
Duplicating of survey and cover letter $10.00 
Return postage $80.00 
We would appreciate any assistance that the physical therapy department can give to us 
in covering these costs. The above budget shows that we will need approximately 
$150.00. If you have any questions, please feel free to contact one of us with the below 
information. Thank you for your time and consideration. 
Sincerely, 
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Needs Assessinent for 
Families with Children 
Currently Eligible for 
Services Provided 
Under IDEA Part 'C 
.;~. 
The purpose of this survey is to investigate the cur-
rent need for information regarding rights and regu-
lations that families with children eligible for early 
intervention services may have. We are also attempt-
ing to detennine the level of satisfaction of eligible 
families, as well as their current and preferred 
method of receiving pertinent information. 
The data collected will be used to make recommen-
dations. for educational materials for families specific 
to North Dakota to increase their knowledge about 
their basic rights and the regulations regarding Infant 
Development. Your completion of this survey' will 
be greatly appreciated. 
I ~ ~ UNNERSITY OF 
U 'Ifil NORTH DAKOTA 
Grand Forks, ND 
Please answer the following questions regarding your 
child (children) who have received services from 
Infant Development. 
Demographic Information: 
I. Please indicale your relationship to the child 
(children) in your family currently receiving 
early intervention services. _______ _ 
2. Please indicate the current age of your child 
(children) receiving services provided by Infant 
Development at this time. 
First Child ____________ _ 
Second Child ___________ _ 
Other Children (please list individually) 
3. What is the TOTAL amount of time (for all 
children) you have received services from· Infant 
Development? Place an 'X' next to the range 
closest to that time: 
_0-6 months 
_ 7-12 months 
_ 1-2 years 
_2-3 years 
_ other, please explain 
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4. Please provide your child's (children's) major 
diagnosis and age at time of diagnosis below. 
Age at time Diagnosis Not 
Diagnosis of Diagnosis Received 
(check if .ppliL';Ihlc) 
First Child: 
Second Child: 
Other Children (Please list individually) 
5. What is your highest level of education? Place 
an 'X' on one of the following: 
_ Less than High School Diploma 
_ High School Diploma 
_ Associate's Degree 
_ Bachelor's Degree 
_ Master's Degree 
_ Doctorate Degree 
Other: ____________ -'-_ 
6. Which describes the size of the community in 
which you have lived for the longest time when 
receiving services? Place an 'X' on one of 
the following: 
_ Under 5,000 
. _ Between 5,000 and 15,000 
_ Between 15,000 and 30,000 
_ Between 30,000 and 50,000 
_ Over 50,000 
. ~. 
7. For each of the followiilg, please indicate your 
preferences for an increased understanding or 
additional information. 
A= agree, SA = strongly agree, 
D = disagree, SD = strongly disagree 
AREA: General Information 
I would like to better understand: 
(a) The eligibility requirements to receive services 
from Infant Development. 
SA A D SD 
(b) How my child's development is evaluated in the 
following areas: 
physical (growth & skill development) 
SA A D 
mental SA A D 
communication SA A D 
sociaUemotional SA A D 
adaptive SA A D 
(c) My child's right to be assessed by qualified 
service providers in all areas needed. 
SA A D SD 
(d) How my family's priorities and concerns are 
assessed. 
SA A D SD 
(e) The information in my child's individualized 
family service plan (IFSP). 
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AREA: Service Provision 
I would like to better understand: 
(f) How the requirement to provide services in 
"natural environments" relates to how my child 
receives those services. 
SA A D SD 
(g) Which services my child and family have the 
right to receive. 
SA A D SD 
(h) How to accept or decline services. 
SA A D SD 
(i) How I will be expected to be involved in my 
child's services. 
SA A D SD 
(j) How my family will be expected to be involved 
in my child's services. 
SA A D SD 
(k) The costs for which my family will be 
responsible. 
SA A D SD 
(1) How transition services are set up when my 
child needs them. 
SA A D SD 
AREA: Procedural Safeguards 
I would like to better understand: 
(m) How confidentiality is guaranteed. 
SA A D SD 
(n) How to access and examine any records about 
my child. 
SA A D SD 
(0). How I will be notified of any changes in the 
services my child receives. 
SA A D SD 
(p) How to resolve any complaints that I may have. 
SA A D SD 
AREA: Statewide requirements 
I would like to better understand: 
(p) How to access the central directory that includes 
information about early intervention services, 
resources, and experts for my family and me. 
SA A D SD 
(r) How early intervention service providers are 
trained. 
SA A D SD 
(s) How appropriate services are to be available to 
children with disabilities and their families. 
SA A D SD 
(t) How I may be involved with the State 
Interagency Council Coordinating Committee 
and other committees. 
8. 
SA A D SD 
If there are additional areas that you would like 
more information about, please use the space 
below to list them specifically. 
® 
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9. The following statements are regarding the 
support you are given as a parent of a child 
eligible for services under Infant Development. 
Please indicate your level of satisfaction by 
circling the appr~priate response. 
SA = strongly agree, 
D = disagree, 
A= agree, 
SD = strongly disagree 
(a) I am satisfied with the availability of 
information from Infant Development about the 
services provided for my child. 
SA A D SD 
(b) I am satisfied with the ease of understanding the 
information I receive from Infant Development · 
personnel. 
SA A D SD 
(c) I am satisfied with the information about support 
services that is available to me from Infant 
Development personnel. (Examples of support 
services include organizations for your child's 
needs, church groups, the North Dakota Family 
to Family Network, and recreational activities.) 
SA A D SD 
(d) My rights have been explained to me by Infant 
Development personnel in a way that is 
understandable to me. 
SA A D SD 
10. Where do you receive most of your information? 
Please rank your preferred sources, with #1 
being where you receive the majority of your 
information. 
_ Developmental Disabilities Case Manager 
_ Physicians 
Nurses 
_ Physical Therapists 
_ Occupational Therapists 
_ Speech Therapists 





_ My own Family 
Other: Families and lor Friends 
_ Support Groups 
_ Infant Development Staff 
_ Other, please explain _______ _ 
How have you traditionally received information? 
Please rank your preferred sources, with #1 
~eing how you receive most of your information. 
_ Written materials mailed to me 
_ Written materials given to me 
_ Internet resources 
_ Verbal information from service providers 
_ Formal training/educational in services 
_ Audiotapes, video tapes, DVDs and CDs 
_ Other, please explain ________ _ 
What is your preferred method of receiving information? 
Please rank your preferred sources, with #1 
being how you would most like to receive 
information. 
Written materials mailed to me 
_ Written materials given to me 
_ Internet resources 
_ Verbal information from service providers 
_ Formal training/educational in services 
_ Audiotapes, video tapes, DVDs and CDs 
_ Other, please explain _______ _ 
® 
APPENDIX D 
UNIVERSITY o F NOR T H D A K 0 TA 
SCHOOL OF MEDICINE &. HEALTH SCIENCES 
DEPARTMENT OF PHYSICAL THERAPY 
501 NORTH COLUMBIA ROAD 
P.O. BOX 9037 
GRAND FORKS, NORTH DAKOTA 58202-9037 
August I, 2003 
(701) 777-2831 
FAX (701) 777-4199 
Dear Parents, 
Our names are Lindsay Anderson, Emily Hassenstab, and Jamie Schroeder, and we are physical therapy 
students at the University of North Dakota. In fulfillment of a scholarly project requirement, we are 
conducting a needs assessment to investigate the current need for information regarding rights and 
regulations that families with children eligible for early intervention services may have. Along with this, 
we are attempting to determine the level of satisfaction of eligible families, as well as their current and 
preferred method of receiving pertinent information. The results of this needs assessment will be used to 
make recommendations for educational materials for families regarding Individuals with Disabilities Act 
Part C and the changes with re-authorization. 
As a parent with a child who is eligible for early intervention services in North Dakota, you are being asked 
to participate by completing the enclosed survey. It should take about 10 minutes to complete. Please 
return the survey in the enclosed self-addressed envelope. No postage is necessary. Your participation is 
voluntary and completion of the survey indicates your willingness to participation in this study. If you are 
not comfortable answering a question, you may decide to leave it blank. 
We feel there are minimal risks associated with participating with this study. However, there is a potential 
risk to the confidentiality of participants. To prevent this, results of the study will be reported in a manner 
that does not identify individual participants. All data will be stored in a locked cabinet in the physical 
therapy department for three (3) years following the completion of the study. After three (3) years, the 
surveys will be destroyed. 
We would appreciate it if you could complete and return the survey at your earliest convenience. We hope 
to have all the needs assessments returned by September 1st, 2003. 
If you have any questions regarding the enclosed needs assessments, please contact us through email at the 
following addresses or you may contact our academic advisor, Peggy Mohr. If you have any other 
questions or concerns, please call the Office of Research and Program Development at (701)777.4279. 
Sincerely, 
tf!Nt~(] AM ~/\ J!JJVJ rYV 
Lindsay ;:;:dr;so';;'~ - . 
lindsay _anderson2@und.nodak.edu 
3719 University Ave. #312 
Grand Forks, ND 58203 
Q .~ 
pegg~ P.T.,Ph.D. 
Department of Physical Therapy 
University of North Dakota School of Medicine 
P.O. Box 9037 . 
Grand Forks, ND 58203-9037 
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(For families with children under 18 and living at home) 
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The primary intent of System Indicators is to gather information 
regarding DD authorized services. The following questions should be 
answered based on the DD services currently authorized, except for 
questions 1 and 2 which also focus on generic/informal supports. 
(Ask Parents) 
l.Do you receive information about services and supports available to 
you, rather than having to search for information? 
2_Yes 
1 __ Sometimes 
O_No 
2.Is the information easy to understand? 
2_Yes 
1 __ Sometimes 
O_No 
3. Do the DD supports authorized reflect the needs of your family, 




4.Do you ~hoose which staff you work with? 
2_Yes 
1 __ Sometimes 
O_No 
85 
5.Is there consistency in who works with you? 
2_Yes 
1 __ Sometimes 
O_No 
6. Are DD authorized supports available when your family wants and 
needs them? 
2_Yes 
1 __ Sometimes 
O_No 
7. Do the people that help you access supports help you identify a 
variety of informal and formal support options such as family, 
friends, recreation programs, churches, service organizations? 
2_Yes 
1 __ Sometimes 
O_No 
8. Are your choices and preferences respected? 
2_Yes 
1 __ Sometimes 
O_No 
9.Have your rights been explained to you in a manner that you 
understand? 
2_Yes 
1 __ Sometimes 
O_No 
10. Do you receive the information you need regarding your child's 
progress? 
2_Yes 
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